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The Demanding Patient Revisited
To the Editor We read with interest the study by Gogineni et al, 1 in which oncologists recalled a patient request or demand in less than 9% of 5050 visits. Furthermore, only 1 in 9 requests or demands was deemed inappropriate. The authors concluded that demanding patients are infrequent in oncologic practice. They contrasted their results with the findings of Kravitz et al, 2 which identified patient requests for tests, referrals, or prescriptions in 23% of visits. To explain the discrepancy, Gogineni et al speculated that coding of transcribed audio recordings may exaggerate the frequency of requests relative to oncologist report, that "in California, primary care patients make more demands than cancer patients in Pennsylvania," and that our study had fewer encounters and clinicians, "generating a selective sample."
Although we agree that "demanding patients" cannot be held responsible for a large share of cancer-related costs, the following qualifications merit attention. First, considering the high stakes of a cancer diagnosis and patients' deep dependence on their oncologists, a rate of requests approaching 1 in 11 seems anything but low. Second, physician recall (especially when elicited up to 4 hours after the visit) is an insensitive measure, especially in comparison with direct observation and coding by trained reviewers of visit transcripts.
3 Patient-reported request rates are higher still, 4 in part because patients' requests often use indirect linguistic forms that may be missed or misinterpreted by physicians. 5 Third, a sample drawn from 3 tertiary care hospitals in Philadelphia hardly seems less selective than one drawn from primary care and cardiology practices in California. Finally, oncologists in tertiary centers already offer a full slate of aggressive diagnostic and therapeutic services. Few patients would have a need to request services that are already on offer. To the Editor As a cancer patient and advocate, I was happy to read the Editorial by Back 1 discussing the study by Gogineni et al 2 published in JAMA Oncology on February 12. It is comforting to know that a study was performed to address this issue as opposed to allowing the stereotype to persist that patients cause financial strains on the health care system with our requests for "unnecessary" treatment. As a multiple myeloma patient (6 years postdiagnosis this St Patrick's Day), I can attest to the value of the partnership between an attentive, inquisitive medical professional and an informed patient as it relates to proper diagnosis, treatment, and follow-up care.
During a routine physical examination, my family physician saw something out of the ordinary and performed an extra test. That potentially unnecessary test led to my cancer diagnosis. Without his scientific inquiry and thoroughness, any care that I received may have come too late and proven to be futile.
After a few months of successful treatment with a pillbased regimen, I was advised that I may need an autologous stem cell transplant. I was not convinced and disagreed, but my oncologist listened to my concerns and helped me obtain a second opinion. Now assured after being armed with information, I decided to undergo the procedure. Since then I have not registered any M spikes and I am as close to being cured as one can be from this chronic but manageable disease.
Increased use of Big Data and social media allows for more communication of timely information throughout the entire medical value chain-especially between physician and patient. All parties will have to adapt to changes in technology to create personal and personalized care. Anything that creates a stronger 2-way relationship between patients and the physicians who treat us will break down barriers and allow cancer patients like me to have hope that we will endure.
Patients are not demanding. We, the unwilling consumers of health care, are merely becoming more educated about our conditions by the day. Our only "demand" is that we and our physicians have access to and choice in the care to be used on our behalf. That creates true value in health care. In Reply If the aim is to assess how much patients drive health care costs, then it is clinicians' perspectives on whether a patient requested or demanded a test or treatment that is the right one. After all, the key issue is whether clinicians perceive what patients said as requests. It does not matter whether a researcher examining tapes has a different impression. Only clinicians can order tests or treatments and drive health care costs.
To check for faulty memory, we did assess whether clinicians who were asked immediately after they left the examination room reported a different rate of patient requests or demands for treatment compared with clinicians interviewed at the end of a clinic session. We found no difference in the rate of patient demands or requests. This is probably in part because a patient demand or request is salient and, thus, memorable.
Finally, given the high stakes of cancer treatment and the extensive information available from support groups, the Internet, and other media, we suspected that patients with cancer would be more vigilant and engaged and likely to demand or request treatments more frequently than other patient groups. But this is an empirical question that can only be answered by surveying thousands of clinical encounters in primary care and other specialties. We readily acknowledged that a sample of oncology patients from Philadelphia may not be representative and that additional studies are needed to confirm our findings.
